“Voices of Experience”
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Disclosures

“Voices of Experience” is u joint project
of the Shirley Ryan AbilityLal and the
Hill Foundation for Families Living with Disabilities.

It is partidlly funded by a grant from NIDILRR to the
Midwest Reygional Spinal Cord Inhjury Care System.
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Learning Objectives

AT the conclusion of this activity, parficipants will be dble fo:

1. Discover u hew, eusily uccessible video
and Infernhet resource for SCI patients

2. Discuss hew ways to open conversations
dbout importaunt subjects with SCI putients

3. Andlyze the vdlue of personul experiences —
how do they leud the way?
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Obtaining CME/CEU Credit

Credit is only given to attendees who:
e Successfully complete the entire course/session
e Evdludute the course — by completing un online survey

e After you huve completed the session evaludtions and
post-tests, und evuluate the overdll program, you will be
dble to downloud your certificate from your tusk puyge

e The evuludtion will close 30 duys uffer
the end of the enduring activity



“They Know. They’ve Lived I1.”

Infroducing the New Voices of Experience SCI Video Series
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New 10-Part Video Series

For SCI Model Systems

In-Hospital TV Networks F
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Here’s the Problem:

Communication with
Patients and Families

All members of the

rehabilitation feaum

have J role

e Expldining injury
und heuroloyicdl
condition

e Proynosis

e Expectutions

e Teuchiny
and Training




Finding the Solution

Motivation for This Project

e Psychosociul uduptution
during inpdtient rehabllitation
cun be chudllenyginy

e Physiciuns, hurses, psycholoyists,
sociul workers, chuplains —
dll serve un important
professiondl role in helping
putients unficipute dJ life
that’s worth living




Finding the Solution

e \We lack the authentic,
first-person experience of
living with disability

e Only putients und their
families live this experience

o AbilityLab hus a lony-
stundiny collabordtive
relationship with the
Hill Foundution und
FacingDisubility, which
produces excellent first-
person video uccounts
of life ufter SCI




Finding the Solution

Project Goal

e ENhunce the psychosociul uduptution of persons with new SCI and their
families by producing d set of videos focused on commohn concerns

Project Aims

e Creute un educution resource for use during inputient rehabilifation by
putients aund their fumilies

e Provide u discussion guide for SCIl rehabilitation clinicians
e Provide uccess viu the in-house video networks used by SCIMS hospitals
e Shure the video resource widely
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YOU ARE NOTALONE
Coping With Spinal Cord Injury



. B facingdisability.com

for families facing spinal cord injuries

VIDEO 1: Intro
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VIDEO 2: Preview




Voices of Experience

10-part series

o \Whut wus your greutest fear ut first?

o \What wus the hardest part of the first days in the hospital?
¢ \Whut do you wish you had known at the beyinning?
e How do you hundle unyer?

e How do you hundle guilt?

e Men: Whut ubout sex und duting?

e \Women: Whut ubout sex und duting?

e How do | dedl with my friends?

e How do | dedl with my family?

e Cun | sfill participute in sports?
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VIDEO 3: Lisa Rosen, ms
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VIDEO 4: What was your greatest fear?




Voices of Experience

10-part series
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VIDEO 5: How do you handle anger?
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Discussion Guide

By Allen Heinemann, PhD
Shirley Ryan AbilityLab
Northwestern University
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Video Series
Discussion Guide

By Allen Heinemann, PhD

Co-project director, Midwest Regional SCI Care System
Director, Center fol ilitation Outcomes Research, Shirley Ryan AbilityLab
Rehabilitation, Northwestern University
icensed Clinical Psychologist, formerly provided
direct services in SCI rehabilitation program

Nobody knows what you’re going through
like someone who’s been there.

They know... They’ve lived it.

A '




What are the Goals for “Voices of Experience”?

e Creute un utmosphere thut supports
discussion of emotionully-laden topics

, , , | VOICES OF

e Promote discussion of topics reluted to | EXPERIENCE
OdeSTmehT fO||OWIh9 SC' ‘ Living with Spinal Cord Injury

e Encourayge resumiption of purficipution Video Series

iNn valued activities Discussion Guide

By Allen Heinemann, PhD
Co-project director, Midwest Regional SCI Care S

Nobody knows what you’re going through
like someone who’s been there.

They know... They’ve lived it.




How can | use the Discussion Guide?

e During putient meetings with therapeutic

recreution stuff und durinyg regularly scheduled P—N , N .
i i i | OICES OF
putient educution sessions | EXPERIENCE
e Putients may view the videos via web streaming Lving with Spinal Cord Injury
e [t Muy be helpful for psycholoyy or Video Series
putient-family support stuff to determine Discussion Guide

when pdtients dre ready 1o view the videos

e Staff members with mental hedlth fraining
who have estublished rapport with patients
dre in un idedl position tfo leaud discussions ke someone wno's been e

of the video series -
.2 529 DG




Sample Discussion Questions

e \Whuat is your reaction to this video?

o Whut was it like for you to watch that? F "

| VOICES OF
EXPERIENCE

Living with Spinal Cord Injury

e \Whut sort of thoughts or feelings did it bring up?
o \Whut spoke to you in terms of your experience?

. . . . Video Series
e Did one person’s interview staund out for you? Discussion Guide
e |f yes, which one? Why?
o \Whut fopic or issue wus most relevant to you? Why?
e \WUs there unything that surprised you? O tomeone whos besa o o"

They know... They’ve lived it.

e Whut yuestions do you have ubout the
fopics discussed? 227 0EE




After-Video Discussions

e Deuling with the medicul, sociul, uand
vocutionul conseyuences of spinul cord
injury cun be chullenyiny

e Grief und unyer reuctions ure common

e Referrdl to mentul hedlth professionuls
IS criticul when redctions dre extreme
or prolonyed

VOICES OF |
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Video Series
Discussion Guide

Nobody knows what you’re going through
like someone who’s been there.

They know... They’ve lived it.

A
|
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VIDEO 6: Can | still participate in sports?
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To watch und dowhloud the 10-part series, yo to:
facingdisability.com/voices-of-experience-videos
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